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VERSION 1 - REVIEW 

REVIEWER Barbara K. Rimer, DrPH, Dean  
Alumni Distinguished Professor  
UNC Gillings School of Global Public Health 
 
I have no competing interests. 

REVIEW RETURNED 09-Jun-2013 

 

THE STUDY There are no minorities in sample. This seems unreasonable even if 
Maine has a lower proportion of minorities in population. 

RESULTS & CONCLUSIONS The authors conclude that "prostate cancer patients have little 
experience using personalized risk information, favor heuristic over 
risk-based decision making strategies and perceive personalized 
risk information as less valuable than other types of evidence." This 
statement may or may not be correct, but it is not warranted as 
conclusion for a focus group study. Readers were presented with a 
series of statements based on different elements of the interview. 
The data were not aggregated, and nor should they have been. The 
conclusion seems too vast given the methods used. 

REPORTING & ETHICS This is not an RCT and a CONSORT table would not be appropriate. 

GENERAL COMMENTS This is a very interesting article. Given the fact that people have 
been studying risk communication for some time, a focus group 
study without the next step of quantitative data to provide additional 
information about the focus group findings seems to present only 
part of the picture. Qualitative data have an important role to play in 
generating insights but are not a full picture of reality.  

 

REVIEWER Dr. Odette Wegwarth  
Senior Research Scientist  
Max Planck Institute for Human Development  
Harding Center for Risk Literacy  
Center for Adaptive Behavior and Cognition 
 
I have no competing conflicts to declare. 

REVIEW RETURNED 10-Jun-2013 

 

THE STUDY It is not clear if any patient got excluded.; It is a qualitative study with 
27 patients only, thus no representativeness possible; I had liked to 
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have more detail on the code scheme used in the method section.; 

GENERAL COMMENTS In their manuscript the authors sought to shed light on whether 
prostate cancer patients have any experiences with personalized 
risk information (PRI) and on how they perceive these tools. For that 
reason authors chose the qualitative approach of semi-structure 
interviews within 7 different focus groups consisting of prostate 
cancer patients of varying risk profiles.  
 
 
Here are my concerns with the paper:  
 
1. Method: Given that the interpretation of the entire result section 
depends on a) the information presented and b) on the coding 
scheme and categories established and used for further analysis of 
data it would have been helpful if both had been included as a 
screenshot (for a) and as a supplement (for b). (I noticed that the 
authors provided two links to the personalized risk information tools 
they used; yet not all readers might be wired to the Internet in the 
moment when reading the paper and because the form of 
information matters when interpreting the results, and idea of it 
should just be in the paper).  
2. Results:  
a. Although the authors report to have developed and used a coding 
scheme for analyzing all data, the result section appeared vague, 
highly interpretative and unstructured. For instance, under the 
heading “biomarker heuristics” more than 90% of the content is a 
loose collection of patient statements without much structure. Other 
parts of the results section are not too different.  
b. The authors further mention two heuristics—biomarker heuristics 
and narrative heuristic—without clarifying where these are coming 
from. Are these already described elsewhere? If so, cite. Or are 
these inventions of their own? If so, the authors need to clearly 
describe the mechanisms behind each of these heuristics (for that, 
see also Gigerenzer et al., Simple heuristics that make us smart).  
c. Much effort has been spent on investigating how to best present 
risk information to patients so that information would really get to the 
patient(see Lipkus; Galesic & Retamero; Gigerenzer etc.). When I 
worked myself through the personalized risk information of the 
MSKCC I found most of the information shown there strongly 
diverged from what is recommended for good patient information. 
The webpage was complex, used much technical jargon, used no 
visualization of information (this format has been shown to be most 
effective for most patients) and no absolute numbers etc. All this 
matters for the main outcome measure of the current manuscript. 
The rather negative attitude of most patients (how many actually?) 
may have been mere enthusiasm if authors would have shown a 
different PRI that would have followed the recommendation on good 
patient information practice.  
d. Very rarely authors provide information on the number of patients 
expressing the observed behavior. Instead, authors use verbal 
qualifiers such as “most patients”, “few patients” etc. It would be 
helpful to see the actual numbers.  
3. Conclusions: An alternative interpretation of results may well be 
that most patients say that risk information would not have much 
altered their decision because of potentially reducing dissonance (as 
authors point out, most patients have already made their treatment 
decisions).  
 
In sum, an important piece of work, however, the results and 
conclusion sections need major revisions. 
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VERSION 1 – AUTHOR RESPONSE 

Reviewer: Barbara K. Rimer, DrPH, Dean  

Alumni Distinguished Professor  

UNC Gillings School of Global Public Health  

 

1. There are no minorities in sample. This seems unreasonable even if Maine has a lower proportion 

of minorities in population.  

 

The racial and ethnic homogeneity of our sample is an unfortunate and unavoidable limitation of the 

broader population in Maine. We strove to be inclusive in our recruitment but were unable to recruit 

minority patients. However, we do not believe this is a fatal flaw of the study. The importance of 

understanding the perspectives of our patient population—especially for the study’s relatively 

unexplored topic matter—is not diminished by the lack of minority representation in our sample. 

However, we agree with the reviewer that more research to study the perceptions of other racial and 

ethnic groups is needed, and have added emphasis of this point in the article summary and 

discussion (p. 19).  

 

2. The authors conclude that "prostate cancer patients have little experience using personalized risk 

information, favor heuristic over risk-based decision making strategies and perceive personalized risk 

information as less valuable than other types of evidence." This statement may or may not be correct, 

but it is not warranted as conclusion for a focus group study. Readers were presented with a series of 

statements based on different elements of the interview. The data were not aggregated, and nor 

should they have been. The conclusion seems too vast given the methods used.  

 

We agree with the reviewer’s caution and have added language to qualify these conclusions—e.g., 

use of the word “may”—in the article summary and elsewhere (e.g,. see p. 18, 20).  

 

3. This is a very interesting article. Given the fact that people have been studying risk communication 

for some time, a focus group study without the next step of quantitative data to provide additional 

information about the focus group findings seems to present only part of the picture. Qualitative data 

have an important role to play in generating insights but are not a full picture of reality.  

 

We have added language in the article summary and elsewhere (p.20) to emphasize the preliminary 

nature of the findings and the need for further quantitative research to confirm them.  

 

Reviewer: Dr. Odette Wegwarth  

Senior Research Scientist  

Max Planck Institute for Human Development  

Harding Center for Risk Literacy  

Center for Adaptive Behavior and Cognition  

 

I have no competing conflicts to declare.  

 

It is not clear if any patient got excluded.; It is a qualitative study with 27 patients only, thus no 

representativeness possible; I had liked to have more detail on the code scheme used in the method 

section.; My doubts on the accuracy of the key messages are explained below.  

 

We have clarified on p. 7 that no patient volunteers were excluded, and that the recruitment strategy 

was purposive and aimed at obtaining a sample with a diversity of disease stage and prognoses.  
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In their manuscript the authors sought to shed light on whether prostate cancer patients have any 

experiences with personalized risk information (PRI) and on how they perceive these tools. For that 

reason authors chose the qualitative approach of semi-structure interviews within 7 different focus 

groups consisting of prostate cancer patients of varying risk profiles.  

 

Here are my concerns with the paper:  

 

1. Method: Given that the interpretation of the entire result section depends on a) the information 

presented and b) on the coding scheme and categories established and used for further analysis of 

data it would have been helpful if both had been included as a screenshot (for a) and as a supplement 

(for b). (I noticed that the authors provided two links to the personalized risk information tools they 

used; yet not all readers might be wired to the Internet in the moment when reading the paper and 

because the form of information matters when interpreting the results, and idea of it should just be in 

the paper).  

 

We thank the reviewer for this point and agree that the form of information matters when interpreting 

the results. We have included the screenshots used as visual aids in the interviews, in Appendix A. 

We have also included additional text on p.19 to emphasize the point that participants’ responses 

could have been influenced by aspects of how the risk estimates produced by the CPMs were 

communicated, as well as text on p.8 to reinforce the purpose and actual manner in which the 

screenshots were used in the interviews.  

We wish to note our concern, however, that drawing attention to the specific websites 

overemphasizes their potential influence and does not accurately represent the focus of the interviews 

or the study itself. The screenshots of the Memorial Sloan-Kettering and Cleveland Clinic websites 

were presented only briefly in the latter half of the interviews, and simply to provide participants with 

examples of how risk calculators work and what type of information they produce. The interviews 

themselves focused on the general idea of personalized risk information, not the specific estimates 

shown or the manner in which they were presented by any given calculator (this is why 2 different 

calculators, which differ in their visual formats and come from different institutions, were used). While 

we thus acknowledge that participants’ perceptions of personalized risk information may have been 

influenced by these websites, we believe this point should not be overemphasized. A reasonable 

alternative approach would be to simply list the web URLs, as currently done, along with the 

additional text described above.  

 

Regarding the provision of the coding scheme, we have included this in outline form, as an online 

appendix supplement (Appendix B). We have also added text on p.9 to clarify that the current analysis 

focuses on data related to the value of personalized risk information, and that analysis of other 

themes will be reported separately.  

 

2. Results:  

a. Although the authors report to have developed and used a coding scheme for analyzing all data, 

the result section appeared vague, highly interpretative and unstructured. For instance, under the 

heading “biomarker heuristics” more than 90% of the content is a loose collection of patient 

statements without much structure. Other parts of the results section are not too different.  

 

We take the reviewer’s point and have cut several quotations, particularly in this section and in Table 

3 to make the data more succinct and less vague, focusing on quotations that required greater 

interpretation or illustrated redundant points.  

 

b. The authors further mention two heuristics—biomarker heuristics and narrative heuristic—without 

clarifying where these are coming from. Are these already described elsewhere? If so, cite. Or are 

these inventions of their own? If so, the authors need to clearly describe the mechanisms behind each 
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of these heuristics (for that, see also Gigerenzer et al., Simple heuristics that make us smart).  

 

We agree with the need to be more explicit about the description of these heuristics and have added 

language to clarify that the biomarker heuristic is newly identified by our study (p. 11), and to specify 

that the previously described preference for narrative over statistical evidence can also be 

characterized as a heuristic strategy (p.16), as can the conceptual equation of cancer with the 

necessity for active treatment (pp. 17-18). We have added accompanying text to more precisely 

describe the nature and potential mechanisms of these heuristics.  

 

c. Much effort has been spent on investigating how to best present risk information to patients so that 

information would really get to the patient(see Lipkus; Galesic & Retamero; Gigerenzer etc.). When I 

worked myself through the personalized risk information of the MSKCC I found most of the 

information shown there strongly diverged from what is recommended for good patient information. 

The webpage was complex, used much technical jargon, used no visualization of information (this 

format has been shown to be most effective for most patients) and no absolute numbers etc. All this 

matters for the main outcome measure of the current manuscript. The rather negative attitude of most 

patients (how many actually?) may have been mere enthusiasm if authors would have shown a 

different PRI that would have followed the recommendation on good patient information practice.  

 

We agree with the reviewer on this point and have added text to acknowledge this point on p.19.  

 

d. Very rarely authors provide information on the number of patients expressing the observed 

behavior. Instead, authors use verbal qualifiers such as “most patients”, “few patients” etc. It would be 

helpful to see the actual numbers.  

 

We thank the reviewer for this point and have altered the language in multiple places to make the 

qualifiers more modest (e.g., substituting “some” for “many.” However, we refrain from reporting actual 

numbers since the purpose of an exploratory qualitative study such as this (as noted by Reviewer 1) 

is not to draw precise quantitative inferences but to generate preliminary new insights and 

hypotheses.  

 

3. Conclusions: An alternative interpretation of results may well be that most patients say that risk 

information would not have much altered their decision because of potentially reducing dissonance 

(as authors point out, most patients have already made their treatment decisions).  

 

We thank the reviewer for this point and have added text on p.19 to make this point. 

VERSION 2 – REVIEW 

REVIEWER Rimer, Barbara 
The University of North Carolina of Chapel Hill, Gillings School of 
Global Public Health 

REVIEW RETURNED 04-Aug-2013 

 

THE STUDY The sample is not representative of the US population although it 
may be representative of Maine. In any case, a focus group study is 
not expected to produce a representative sample. I did not answer 
two of the items because there should have been an NA option but 
isn't. 

REPORTING & ETHICS Since this is not a trial, the CONSORT figure does not really apply 
here. 

GENERAL COMMENTS The authors have been very responsive to the reviewers' comments. 
I find myself of very mixed mind about the disposition of this 
manuscript. The authors have dealt with important questions in an 
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appropriate manner. They have done a good job of citing the 
relevant literature and considering risk in its larger context. On the 
other hand, even for a focus group study, their sample tends to the 
smaller size. Since rarely are investigators creating materials for a 
state only, I also would have preferred that they had collaborated 
with investigators elsewhere to create at least one minority focus 
group. On the basis of the review criteria, I would recommend 
acceptance. 
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